With the growing burden of chronic illness affecting aging populations, rural health systems are faced with unique challenges to support and promote health in their communities. The Yarmouth Stroke Project was a 5-year initiative aimed at improving health care services for stroke survivors in rural Nova Scotia, Canada. A needs assessment indicated a lack of support to self-manage stroke during community re-integration. The needs reported by stroke survivors and their caregivers included informational and emotional support. A logic model approach was used to frame program planning leading to the design of two low-cost interventions. The fi rst, a Community Resource Guide, was developed to address informational needs and enable stroke survivors to access community-specifi c resources. The second intervention, designed to address the emotional support needs of stroke survivors and their caregivers, involved collection and publication of local narratives. The stories described the experiences of community members affected by stroke, offering practical knowledge and messages of hope. The resource guide and stories represent two low-cost strategies for supporting and promoting the health of people living with stroke in rural settings.
S
troke is the fourth leading cause of death in Canada, affecting approximately 50,000 Canadians each year. 1 The incidence of stroke doubles each decade after the age of 55, with two thirds of all strokes occurring after the age of 65.
1 As the population ages, the number of stroke survivors will increase and communities will face the challenge of increased need for stroke services. 2 Stroke can have a profound impact on activities of daily living, emotions, cognition, and participation in social activities, thus signifi cantly compromising survivor well-being. 3, 4 Most stroke survivors are cared for by family members and these informal caregivers also experience emotional, physical, and social effects of stroke. [4] [5] [6] Often there are required adjustments to role changes, fi nancial impacts, and changes to household structures and routines. 5 Psychosocial support is essential for rehabilitation and community reintegration following stroke and is linked with better health outcomes 3, 7 and quality of life. [8] [9] [10] [11] It plays a vital role in how an individual responds to chronic disease infl uencing self-effi cacy, self-esteem, and empowerment. 12 Sit, Wong, Clinton, Li, and Fong 13 describe four types of social support that assist individuals in coping with the effects of stroke including emotional, informational, and tangible support and social companionship. Emotional support includes measures to reassure and encourage, express empathy and concern, and share emotional burdens. Informational support includes providing advice and access to knowledge and skills to discusses the development of two low-cost interventions designed to address the information and emotional psychosocial support needs of stroke survivors and caregivers in rural settings.
Setting
The Yarmouth Stroke Project was a 5-year community-university research alliance. Its goal was to design, implement, and evaluate an innovative model of integrated sustainable health care that would address the needs of individuals and families living with stroke in rural communities. The town of Yarmouth (population 9,000) and its surrounding areas (population 40,000) was identifi ed as the most underserviced area for stroke care in the province of Nova Scotia and had a corresponding high incidence of stroke. 34 The project was organized into two phases. In the fi rst phase, studies were conducted to determine the needs of stroke survivors and caregivers, best practices related to stroke services, and community resources and services relevant to chronic disease. Phase 2 was launched with a 3-day forum involving the project team and a broad range of community members. The aim of this forum was to share the knowledge generated from Phase 1 of the project and to provide direction for the intervention to be implemented in Phase 2. 35 An outcome of the forum was the formation of several working groups to plan and carry out Phase 2 activities.
The Awareness and Education Working Group (AEWG), composed of Yarmouth Stroke Project community members and local health care professionals, was created to address several key fi ndings from the Phase 1 needs assessment including the lack of knowledge about stroke, the poor coordination of stroke services, and the lack of opportunity for people with stroke to share their experiences. Of those who were interviewed (stroke survivors, n = 53; caregivers, n = 36), 59% of stroke survivors and 68% of caregivers wanted more education on stroke; 56% of stroke survivors and 72% of caregivers wanted help locating resources; and 58% of stroke survivors and 49% of caregivers desired social support. 36, 37 The informational and support needs of those interviewed in the Yarmouth problem solve and cope with stroke. Tangible support, also known as instrumental support, refers to taking over duties or providing needed materials and supplies. Social companionship includes the relationships for social and recreational activities. Informational and emotional supports are the focus of this article.
Knowledge is a power resource that assists individuals and their families to effectively cope with illness.
14 Information enables stroke survivors and their caregivers to participate in their own care, be involved in decision-making, experience more control, and feel less anxious with the imposed uncertainty. Narratives are an effective tool for knowledge transfer and information exchange. [15] [16] [17] [18] [19] [20] [21] [22] The power of narratives is that they allow people to relate the information in a story to their own situation. Narratives do this by not only engaging the mind but also feelings, and it is this emotional connection that facilitates knowledge exchange. 23 The emotion within the story results in the story being retained as memory. 20, 24 There is also some evidence that narratives foster hope. 25, 26 Hope affects stroke survivors' recovery and self-healing 26 and can serve as a source of energy for life, courage, and self-realization. 27 The extended time needed for recovery and adaptation to the consequences of stroke persists long after discharge from hospital, calling attention to the services needed to support stroke survivors and their families within their homes and communities. 28 Accessing the support to cope with this multifaceted illness can be a challenge, especially in rural communities. 29 Rural-dwelling stroke survivors are disadvantaged by not having access to specialized stroke care. 30 Similarly, rural caregivers have a higher perceived level of burden than their urban counterparts and are likely to experience a decline in their health without adequate support. 13 Caregivers who cope more effectively experience less burden, depression, improved satisfaction with themselves as care providers, and less dissatisfaction with the stroke survivor. 31 The Canadian Stroke Strategy identifi es that resources and community support should be provided to stroke survivors and caregivers. 32 However, specifi c implementation strategies that address information and support issues in rural communities are not provided. 33 This article Therefore, a priority short-term outcome for stroke survivors and caregivers was improved knowledge of resources and services ( Table 1 ). To that end, the AEWG identifi ed two key activities for Phase 2 implementation: the development of a directory of local community resources and the publication of stroke survivors' stories. In the following sections, we briefl y discuss the rationale and the process used to develop each of these interventions.
Resource Guide for Living with Stroke
The physical and psychosocial impact of stroke may not be clearly perceived until the survivor and caregiver return to their home environment. 10 Often it is after leaving the hospital environment and life resumes at home that questions arise and a variety of services are required. Lack of knowledge of available community services can create a barrier to accessing community-based resources. 44 To assist caregivers in their role, it is important to connect them to supportive community services. 45 Though there is clear evidence that knowledge of community services is vital for stroke survivors and caregivers, the literature on the use of a community resource guide as a strategy to enable self-management of chronic disease is sparse.
Strycker and Glasgow 46 used a community resource guidebook as one component of an integrated intervention to enhance the use of community resources to self-manage diabetes. The study found that community awareness of resources was facilitated by having a tangible guidebook to use as a reference. Personal access to a resource guide can support self-care, prevent complications, and foster self-management within the community. 47 Haber and Looney 44 developed a health promotion directory to increase awareness of community resources. Pilot study results indicated that the directory helped individuals to access health resources in the community.
To facilitate the transition from hospital to home, the AEWG used the results of the community asset mapping to develop a community resource guide entitled "Community Resources for Living with Stroke." Pre-existing print-based and electronic resource directories for Yarmouth and surrounding areas were also reviewed but lacked the specificity Stroke Project were comparable to the fi ndings in the literature. 4, 13, 33, 38, 39 In general, Yarmouth stroke survivors and caregivers wanted information upon discharge to help them be able to live at home again. 35, 40 Despite having a stroke some time ago, many survivors continued to experience unmet information needs. 33 Survivors and caregivers expressed a need for more information about available services and how to access these services. 13, 33, 41 The specifi c services that survivors and caregivers wanted were general counseling, information about fi nancial issues and housing options, respite care, and support groups. 40 Stroke survivors and their caregivers in the Yarmouth Stroke Project did not feel that they were prepared for the transition from hospital to home. Almost half of the caregivers interviewed in the needs assessment for the Yarmouth Stroke Project reported that the survivor they cared for had some needs that they could not adequately address. Caregivers reported not receiving information on in-home nursing care services, respite care, and other community services that would have provided support for their care-giving experiences. 40 Although community asset mapping done in the fi rst phase of the project identifi ed over 300 community resources in Yarmouth and the surrounding area, stroke survivor and caregiver participants in the needs assessment stated that accessing community services was diffi cult because they did not know what organizations and facilities existed nor were they aware of the possible assistance available to them.
Faced with the challenge of developing an intervention to address these diverse psychosocial needs, the AEWG decided to generate a logic model to clarify and link goals, activities, and expected outcomes. Logic models have been used successfully by health and human services programs for planning and evaluation purposes for 20 years and are applicable to programs of diverse size and type. 42 One of their principal strengths is that they provide a picture of what a program is intended to do. Since the AEWG wanted to focus on interventions, an Activities Approach Model was used. 43 It was evident to the AEWG that, left to fend for themselves, stroke survivors and caregivers were experiencing diffi culty fi nding information and support after leaving hospital. 38, 40 survivors and their caregivers. The resource guide was organized by service category (e.g., "Nursing Care," "Nutrition"), and each category included a list of the community resources available, the service location, and a brief service note ( Figure  1) . The AEWG envisioned that the resource guide would be given to patients with stroke prior to discharge from hospital. Therefore the guide was constructed to include information about resources likely to be needed in the short term as well as resources potentially needed in the future during relapses and to prevent stroke reoccurrence. 48 
Using Stories to Learn About Stroke
Stories or personal narratives have been used to help others understand the lived experience of chronic disease. 49 Through their lived experiences, stroke survivors have developed a wealth of to address the needs of stroke survivors and caregivers. Other sources of information used to develop the guide were the local telephone book and the Internet. Agencies were then contacted by telephone and email to confi rm particular features such as physical accessibility of the site, services provided, and contact information. In response to feedback from a small group of stroke survivors, caregivers, and persons with disabilities, the format of the resource guide was simplifi ed and some text was replaced with visual symbols. The format incorporated large font size and plenty of white space on each page, and instructions were revised to a Grade 6 literacy level.
The completed "Community Resources for Living with Stroke" guide provided a comprehensive list of community resources in the Yarmouth area and was designed to meet the information needs of stroke Reduce incidence of stroke community resources to self-manage diabetes. The newsletter consisted of several components but each issue included testimonials from people who had used community resources successfully. The testimonials of success stories were reported to be the most popular newsletter feature. Similarly, Stone 52 described how young stroke survivors have turned to the Internet to obtain support from the stories shared by others. Online stories were reported to provide information, social support, and coping strategies and were able to help individuals become more informed consumers. 53 Based on the literature and the results of the needs assessment, the AEWG decided to use storytelling as a method of experiential knowledge exchange among stroke survivors and their caregivers. A local writer from Yarmouth was hired to interview individuals who had experienced a life-altering stroke. Several stroke survivors and caregivers who had been involved with the Yarmouth Stroke Project were purposively selected and asked if they would be interested in telling their unique personal story and to have their story published for others to read. Those who agreed to participate in the narratives were eager to share their stories to broaden community knowledge about living with stroke and to reach out to others going through similar experiences. The stories they told described their personal experiences as stroke survivors, including their attitudes, feelings, knowledge about the challenges of stroke care, rehabilitation, and coping strategies and should be included in community stroke education initiatives. 50 Benefi ts to the storyteller have also been reported. 26 Ohman and Soderberg 6 found that individuals with severe chronic illness reported that the most helpful knowledge that they received came from others who were experiencing the same situation. This knowledge helped them appreciate that they were not alone and that others were in similar situations; this was comforting and gave them the will to keep going. Pelushi and Krebs 51 described the power of stories in their experience at an educational forum for American Indians and Alaska Natives living with cancer. Conference presenters became aware through the proceedings that storytelling was the preferred method for information exchange as opposed to a question and answer session. Participants wished to share their coping strategies to help others, and through their stories they were able to provide educational and emotional support to those who listened. Another evaluation of a conference focused on using stories to share the cancer experience found that storytelling had cognitive and affective benefi ts and was an effective means to transfer knowledge (82%) and to foster hope (89%). 25 In a study by Strycker and Glasgow, 46 a newsletter was designed to enhance the use of "Walking Back to Independence" is a story about a man' s drive and determination to get out of his wheelchair and back on his feet while simultaneously coping with vision loss. 57 Then reality sank in. It was not pretty. For the fi rst time in living memory, he, Patrick, could not sit up by himself, go to the bathroom alone, or take one single step. He was imprisoned in his own body. Swiping his good hand across his throat, he said over and over to Sharon, "We're in shit up to here. . . . " Now, his gait is a little jerky and his left arm fl ings to the side once in awhile. Although he can't jog any more-and never will again-he clips along at a good pace. It' s a bloody miracle, for last year at this time, Patrick was in a wheelchair. He is also legally blind.
Discussion
Stroke is an illness feared by most people, because it produces varying degrees and types of disability often requiring complex and demanding care. Survivors often require support services upon discharge, equipment and modifi cations to the home, and the use of community services, such as in-home nursing care and delivered meals. Consistent with fi ndings from previous studies, 13, 33, 41 the needs assessment conducted by the Yarmouth Stroke Project found that stroke survivors and caregivers lacked knowledge of community resources and how to access needed services and caregiving information. 40 Research has shown that without appropriate support, stroke survivors experience a signifi cant decline in their quality of life, 11 family caregivers become burned out, 4, 5 and both stroke survivor 3, 7, 58 and caregiver are at risk for depression. 59 Though best practice guidelines for stroke care identify that all stroke survivors and their caregivers should be supported with information and education across and coping mechanisms. They addressed what it was like to have a stroke, how stroke survivors wanted to be treated, and how to offer support to someone who had experienced a stroke.
Though they described the unique characteristics and experiences of stroke survivors and caregivers, one common theme throughout each story was the message of hope: hope to walk again, hope to return to work, hope to reach one' s potential and live life as fully as possible. "Conveying the Message-and Power-of Love" is a story of how the love of family and friends played a key role in fostering hope and in providing the support needed for rehabilitation. 54 (To provide anonymity to the individuals who shared their stories a pseudonym has been used.)
"If we were ever in a situation where we couldn't talk, we would pinch each other' s hand three times which would mean 'I love you'." This was used throughout their lives when words failed or could not be used. After the operation, Susan found herself alone with her husband. He was paralyzed on one side and unable to communicate. She held her breath, placed his hand in hers and squeezed three times. Then it happened. "He pinched me back three times! When I went in the waiting room I was laughing and crying and the children wanted to know what was the matter?" She told them, and they all laughed and cried too. Susan then said, "Now everybody do it!" and they did. For days, the "I-love-you" hand message fl ew fast and furious. John squeezed back every time. He was on the road to recovery.
"Courage is a Coat of Many Colors" is a story about courage and the ingenuity of a wife who used many techniques to help rehabilitate her husband. 55 Sam retrieved his courage. Laura used her ingenuity. First she organized the house to be user friendly. Out with the rugs, in with an offi ce chair for the kitchen! (Sam had broken a few chairs when he pushed away from the table or when he fell over on them, so she brought a sturdy swivel chair on rollers.) She installed bars in critical places. Within short order Sam had graduated from the wheelchair, to a walker, then to a four-pronged cane. "That was the rig!" he said. Laura put small sticks on the fl oor leading from the living room to the kitchen. A "good walk" happened when Sam didn't touch any sticks by dragging his foot en route. It helped if she reminded him to fi x his gaze on the kitchen cupboards rather than look down. Laura got Sam to turn the pages of books with his left hand. At fi rst she used children' s books as the pages were thick. She got him to pick up sewing notions, peas, and rice. She bought shirts with snaps instead of buttons.
knowledge, and provide emotional support to the reader. Reading about someone else' s experiences with stroke can prevent the social isolation that often is experienced post stroke and help the reader to explore additional ways to cope and live with stroke. Individuals who have succeeded in coping with stroke may be able to offer those with more recent stroke experiences a vision of hope in their poststroke life, a sense of connectedness that they are not alone, and helpful strategies and words of wisdom as they learn to adjust to their changed lives. Their stroke experiences may hold worthwhile insight to others who are entering the rehabilitation process. Success stories about reallife events and people can offer lessons learned and describe accomplishments that are achievable, and the meaningful messages in a story have the potential to be transferred to the reader.
Print materials are an accessible medium for most people, and publication of the stories in a variety of venues made it possible to disseminate them to a larger audience. The stories were published in the Canadian Stroke Network Annual Report, 61 media kits developed by the Yarmouth Stroke Project, and the "Cooking from the Heart Cookbook" developed by the Yarmouth Stroke Club. 62 The role of the lay population in the knowledge transfer process should not be negated or underestimated. The Yarmouth Stroke Club creatively found a way to disseminate the stories because they valued the messages the stories contained. They saw an opportunity to share the stories in a cookbook they produced as a fundraising project. This proved to be a successful bottom-up knowledge transfer process. 63 Because of the limited accessibility of the Internet in the area and the limited computer literacy of our intended audience, we decided against Web-based distribution of the stories; however, in the future, this may be another approach to disseminate supportive information to stroke survivors and their caregivers. Certainly, other studies have found computer-based interventions to be effective in rural settings. 29, 53 A reported benefi t of this approach was the connection it provided with others experiencing similar life events and the ability to share information and solutions to problems and customize their online communications to meet their changing needs. 53, 64 all stages of the continuum of care, including community reintegration, specifi c implementation strategies are lacking. 32 The needs assessment and community asset mapping completed in Phase 1 of the Yarmouth Stroke Project was invaluable to the development of a relevant and comprehensive community resource guide. The challenge with developing a location-specifi c community resource guide was sustainability. In an already stretched health care system, the AEWG tried to determine who would be responsible to distribute, update, and fund future productions of the guide. Developing strategies to ensure this occurred was as important as developing the guide. The AEWG championed not only the development of the guide but its sustainability. Because the AEWG members were local health care professionals, their knowledge of the community and its health care resources enabled them to negotiate a way to integrate the guide into existing care processes. Plans for the future development of the guide include making it available electronically and including Web-site linkages to available resources.
Because having hope helps survivors to move forward, reach their goals, and engage in rehabilitation, fi nding ways of inspiring hope should be part of rehabilitation care. 26 The stories collected by the Yarmouth Stroke Project demonstrated that recovery is achievable, describing how survivors and caregivers learned to cope with their chronic illness and limitations. Although these survivors faced adversity and, at times, feelings of hopelessness, they were able at some point in their recovery to take control over their life and improve their health. A knowledge-sharing story of this type has the ability to let others experience the situation in surrogate style and gain an understanding of key messages. The situation portrayed in the story, if perceived by the reader as being close to his or her own reality, will have an impact and potentially be empowering. 60 Pelusi and Krebs 51 proposed that storytelling may be the most effective method of educating people and empowering them simultaneously.
Although the publication of a story does not allow for the verbal interaction and the formation of social relationships that can occur in a support group environment, stories can create optimism, transfer survivors and caregivers to access existing resources, and the narratives offer refl ections that can inspire and support those affected by stroke. Although these strategies were developed rurally they have the unique potential to support those with stroke living in urban centers. Testing of these strategies to determine their value in supporting community re-integration post stroke is warranted. Given the relevance of psychosocial support as predictors of quality of life, a suggestion for follow-up study would be to examine the impact of the community resource guide and narratives on quality of life measures for both caregiver and stroke survivor.
Unfortunately, the clinical application of the community resource guide and stroke survivor stories has not reached its anticipated potential. The AEWG intended the community resource guide to be distributed to stroke survivors and caregivers in the community. Instead, the resource is held centrally in the district and used by staff in their interactions with stroke survivors and caregivers. Though health professionals can tailor use of the resource guide to meet individual needs, the concern is that without access to a personal copy of the guide, the potential for stroke survivors and caregivers to self-manage their condition is curtailed. There are two possible explanations for why use of the guide has not evolved as originally intended. During Phase 2 of the Yarmouth Stroke Project, it was anticipated that a chronic disease navigator position would be established in the district and the incumbent would become a member of the AEWG, because studies have shown that having clinicians engaged in the research process increases their interest in the fi ndings and fosters ownership of the knowledge produced and its application to the practice setting. 65 However, this involvement did not occur, because the navigator position was not established until near the completion of the project. Had the position been created earlier, thereby enabling involvement of the navigator in the AEWG, it may have improved integration of the resource guide and stories into local care processes. Another possible explanation could be that the current national and provincial emphasis on primary and secondary prevention of stroke has resulted in fewer resources being allocated to support tertiary prevention initiatives.
Conclusion
The development of the community resource guide and stroke survivor stories was intended to complement the current health care system that exists in rural Yarmouth, Nova Scotia. The two low-cost knowledge transfer strategies described in this article could be adopted by rural communities facing similar health care challenges associated with chronic disease. Knowledge translation strategies are a fundamental component of supportive stroke care. The community resource guide can assist stroke
